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PREFACE 


My work initially with the AIDS Resource Group (1988-93) at the Madras Medical College involved testing 
of samples of in-patients for HIV antibodies. I used to wonder who they were, and what they felt about 
being infected with HIV, and living a life as I heard, of “shame” and “guilt”. I was taken aback at the 
young age of those who tested positive. This opened my eyes to their risky sexual activities. Around the 
same time we extended our services to include walk-in testing. I felt that one ought not to receive the 
test results as s/he would receive for any other illness. Therefore I began talking to those who came for 
a test and this practice evolved into preventive and counselling services as discussed in this book. 


A person living with HIV encounters a number of problems and faces several issues as a direct consequence 
of his or her infection. These include loss of self-esteem, recurrent illness, loss of employment or inability 
to work, loss of housing and loss of family support. The situation amplifies when a person infects his/her 
spouse and children to be born. 


In this framework, while one concedes that all persons with HIV need medical care, we must also recognize 
the limited role that medical interventions play in resource poor settings. While appropriate and timely 
intervention prevents, controls and effectively manages opportunistic infections, these gains are lost when 
his or her immediate environment is insensitive. 


Counselling helps families and friends to understand the realities of HIV infection. Understanding the facts 
helps them not only to cope better with HIV but also in providing an enabling environment for those 
living with HIV. 

Our work, experiences and learning in the field of counselling and psychosocial support are summarized 


in this handbook. 


Suniti Solomon MD 
Director 
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INTRODUCTION 


“Encounters that help...” is a collation of lessons learnt by YRG CARE counsellors from counselling services 
offered to those living with HIV or those otherwise affected by it. It lists a number of skills and techniques 
that can be used to positively respond to demanding situations. 


This book also recounts the life stories of persons affected by HIV and narrates how counselling helped 
them to cope with their changed lives. We have protected their identities by using pseudonyms. 


We are aware that this handbook alone cannot make the reader a good counsellor. However, we are 
confident that it will serve as a guide to build finer skills and nuances in those who are providing such 
services to people living with HIV or affected by it. 
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r India, HIV/AIDS counselling is an important aspect of preventing new infections and in 
rendering support to those infected and affected by HIV/AIDS. Counselling helps in giving 
accurate information to the client about possible risk factors, and other information on HIV related 
topics so as to allow him or her to make informed and realistic choices on how to stay sate. It 
helps to reduce the trauma and stress of possible or real infection, motivates the individual towards 
behaviour change and thus promotes better quality of life. 


COUNSELLING 


“Counselling is a helping process where one person, explicitly and purposefully, gives his or her 
time, attention and skills to assist a client to explore their situation, identify and act upon solutions 
within the limitations of their given environment.” 


e Differs from casual conversation in being focussed, specific and purposeful. 
e Is ongoing interaction. 


e Anyone can acquire counselling skills. 


WHAT COUNSELLING IS NOT 
Counselling is not giving advice. 


Counselling is not the influence of attitudes, beliefs, and behaviours by persuading, admonishing, 
threatening, or compelling with or without the use of physical force. 


Counselling is not being overly friendly with the client. 


Counselling does not allow for intimate relationships between the client and the counsellor. 


THE COUNSELLING PROCESS 


HIV counselling is a confidential dialogue between a client and a counsellor aimed at enabling 
the client to cope with stress and take personal decisions related to HIV/AIDS. It can involve a 
series of sessions, follow-up and termination as well. | 


HIV counselling has both prevention and care objectives. 


The counselling process includes assessing the personal risk of HIV transmission, and discussing 
how to prevent infection. It concentrates mainly on emotional and social issues related to possible 
or actual infection with HIV and to AIDS. It helps people accept and cope with the knowledge of 
being HIV-positive, and furthermore encourages acceptance and support from families and 
communities. With the consent of the client, counselling can be extended to the spouse, sex 
partners and relatives based on the concept of shared confidentiality. 


A counsellor is a person trained in the skills of the job: listening to the client, asking supportive 
questions, discussing options, encouraging the client to make his or her own informed decisions, 
giving practical information and suggesting follow-up. The counsellor helps the client to pursue 
realistic solutions to his or her difficulties. 


Counselling can be done in any location that offers peace of mind and confidentiality for the 
client. Two types of counselling, according to site, are practiced. Clinic based counselling which 
is provided in a formal setting and community based counselling which is provided in a non- 
formal environment. 


HIV COUNSELLING : ITS NATURE AND PURPOSE 
HIV/AIDS Counselling must include discussions on the following : 


e The primary need to prevent infection and re-infection. 


e Basic information about HIV infection and associated diseases, and modes of transmission and 
prevention. 


e Assessment of the client’s level of risk of HIV infection. 
e Review of possible sources of a client’s infection. 


e Specific information on risk reduction by changing risk behaviour, e.g. through protected or 
safer sex. 


e Exploration of cultural and value obstacles to changing behaviours at risk or adopting safer 
sexual practices. 


° Infoessaliinn about what testing can and cannot do, and assessment of the consequences of | 
having an HIV-antibody test. 


¢ Follow+ip guidance and support after the test. 

e How to tell others that one is HIV-infected (and) : 

e Handling hostility, fear and feelings about having HIV infection or being diagnosed as having 
AIDS. : 

NEED FOR HIV/A#G$ COUNSELLING 

Counselling people about HIV infection is important : 

® Infection with HIV is lifelong. 


oA diagnosis of HIV infection can create enormous psychological pressures and anxieties that 
can delay constructive change or worsen illness, especially as the HIV epidemic has given 
rise to fear, misunderstanding and discrimination. 


e Behavioural change can prevent a person acquiring HIV infection or transmitting it to others. 
WHO IS HIV/AIDS COUNSELLING FOR ? 
Counselling is recommended for: 


e Persons already identified as living with HIV/AIDS and their families. 
° Those Being tested for HIV (pre- and post test). 
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e Those seeking help because of their past or current risk behaviour and planning their future. 


e Those not seeking help but who practice high risk behaviour. 


STAGES OF COUNSELLING 


Stage One 


Relationship Stage Two 
Building BC okacament Stage Three 4 - 
Goal Setting tage Four Stage Five 
Intervention Termination 
and follow up 


REQUIREMENTS BEFORE HIV COUNSELLING: 


e A working knowledge of the dynamics of HIV disease. 


e An ability to discuss sexuality and varied life styles in a non-judgemental manner. 


Tips: 
e Discuss matters in a private place, where you cannot be overheard or interrupted. 


e Refer to risk behaviour not risk groups. 


¢ Be aware of body language. Physical tenseness may indicate anxiety, crossed arms, sitting far 
away behind a desk may imply rejection. 

e Lead into the more sensitive questions with less sensitive ones. 

e Phrase questions in an open ended way. 


e While discussing sensitive issues, if the client seems uncomfortable, acknowledge client’s 
discomfort and be reassuring 


¢ Be clear when speaking to the client, do not use ambiguous words. 
“Counselling does not only give information it also helps them 
to understand deeper, sensitive issues.” 

FACILITATIVE COUNSELLING SKILLS AND TECHNIQUES 


There are several techniques, which facilitate effective interpersonal communication between the 
counsellor and the client. 


Attending 


The counsellor must demonstrate concern and interest for the client through verbal and 
non-verbal expressions. 


Probing 


By focusing on particular aspects of a situation, the counsellor can understand the client’s problem 
situation in greater depth. 


Questioning 
There are two types of questions; open ended and close ended questions. 


Open ended questions allow the client to express freely. It helps the counsellor to probe into the 
thoughts and feelings of the client. These type of questions are preferred to close ended ones as 
it encourages the client to freely express him /her-self. 


Close ended questions prevent free and easy communication. They allow for short and brief 
answers, usually one word or one sentence. It is used to fill in necessary socio-demographic 
details of the client. Why’ or other rhetorical questions, double questions should not be used. So 
also questions which bombard the client with several queries. 


Incomplete Sentences 


At times, during the session the client may start a sentence and leave it incomplete. This may 
happen for several reasons; for instance, if the client is uneasy with the topic being discussed, or 
he/she is not ready to talk about it at that particular time. It could be an extremely sensitive 
issue, which may bring back painful memories to the client, which he would prefer to forget. It 
is important for the client to express him-/her-self within the counselling room as it provides a 
safe and private space. The presence of the counsellor helps the client to deal with these sensitive 
thoughts and feelings. Thus the counsellor must encourage the client to complete these sentences 
within the counselling setup. 


Restatement 


The counsellor must repeat the last few words of the client so as to let the client know that the 
counsellor is paying attention to the client. It also serves as an effective pause and allows the 
counsellor to clarify any doubts he/she may have. 


Refocussing 


The counsellor has to bring the client back into focus of the theme/topic being discussed. While 
discussing about his/her problems the client may get carried away and begin to talk about other 
issues or problems he/she may be facing. The counsellor must gently bring him/her back to 
the topic at hand. 


Silence 


The counsellor must allow some time for silence during the counselling session especially when 
discussing sensitive issues. It gives the client time for the information to sink in and to 
acknowledge, recognise and express his/her feelings. 


interpreting 


Paraphrasing and summarizing helps the counsellor to make interpretations of the client’s message 
from the counsellor’s point of view. This not only helps to clarify messages received but also 
allows the counsellor to note the client’s reaction to his/her interpretations. Alternate ways of 
perceiving and dealing with a problem situation need to be discussed. 


Confronting 


The counsellor must point out contradictions of the client’s messages. These can be in the form 
of statements or questions. 


Processing 


The counsellor must mentally catalogue input of information, beliefs, knowledge, attitudes, 
expectations, factors influencing judgement and performance. 


Feedback 


The counsellor must respond to the client by the use of paraphrasing, summarising and reflection 
of feelings. 


Connecting 


It is important for the counsellor to connect thoughts, words and behaviour of the client and to 
show the client how this is related to his situation as a consequence of his actions. 


Contracting 


The counsellor and client must decide upon a contract in order to clarify goals and expectations 
of the counselling session. 


Self-disclosure 


At times, it helps when the counsellor shares personal feelings, attitudes, opinions and experiences 
with the client. 


Counselling activities will vary according to the counsellor and the client and his/her nature of 
problem. Despite these differences, counselling includes some similar features: 


Clarifying and addressing problems 


The counsellor should help the client to identify problems and determine his/her ability to cope 
with life changes. The counsellor should help them to address fears, discuss individual issues 
and plan for the future. 


Providing information on alternative resources 


The counsellor must not make the client dependent on the counsellor. He/she should provide 
information on medical facilities, different community support services,availability of syringes/ 
needles/bleach/condoms and other contraceptive measures. 


Selection of realistic alternatives 


The counsellor should support the client in making changes in lifestyle that are socially acceptable 
and financially feasible to client and family. The client must be encouraged to seek self help 
groups and peer support in sustaining these behavioural changes. 


Motivation and decision making 


The counsellor must assist the client in improving his/her feeling of control over actions and 
decisions, problem solving skills, self respect and confidence. The counsellor should modify 
expectations in order to be in tune with the capabilities of the client. Feedback should be effectively 
given for any attempt at problem solving. The client must be encouraged to socialise with others 
and thus motivate responsible living. 


QUALITIES OF A GOOD COUNSELLOR 
Good Listener 


It is absolutely essential to listen attentively to the client, paying attention to both verbal and 
non-verbal behaviour. 


Empathy 


The counsellor must have the ability to sense the clients private world ‘as if it were his/her 
own, without losing the ‘as if quality. 


Non-Judgemental 


The counsellor must not judge the behaviour of the client according to the group he/she 
belongs to. 


Genuineness 

The counsellor must be in congruence with thoughts and feelings. 
Patience 

The counsellor must be patient and tolerant towards the client. 
Emotional maturity 

The counsellor should not be unduly swayed by the client. 

Flexibility 

The counsellor must be able to adapt to client’s needs and capabilities. 
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Acceptance 

The counsellor needs to accept the client regardless of his/her lifestyle, sexual habits, socio- 
economic, ethnic or religious background. Responses to clients’ needs should be sensitive and 
not affected by counsellor’s own feelings and views. 


Consistency and Accuracy 


The counsellor should have clear understanding of HIV/AIDS and its implications, and give 
accurate information and updates to the client. 


Confidentiality 


Confidentiality should be assured to the client. The counsellor must maintain absolute confidentiality 
of matters discussed during the counselling relationship. 


In case of shared confidentiality, the counsellor is permitted to voice only what the client wants 
the other ‘person to know. 


Unconditional Positive regard 
The counsellor must accept the client as he/she is without placing any conditions. 


Accessibility 


The counsellor should be easily accessible to the client and socially acceptable. 


Supportive Communication Skills 


There are verbal and non verbal skills which a counsellor can make use of effectively during 
counselling sessions. 


Verbal Skills 

e Using language client understands. 

e Conveying interest remembering details addressing client by name. 
e Conveying acceptance non-judgmental attitude. 

e Conveying willingness to help. 

e Paraphrasing —determine basic message-rephrase in fewer words. 
e Using encouraging statements —‘yes’, I see’, ‘go on’. 

e Reflection of feelings —focus on feeling and content. 

e Giving needed information. 

e Addressing client in manner appropriate to his/her age. 

e Using humour or other means of reducing tension. 


e Speaking audibly, slowly, clearly. 


Non-Verbal Skills 

e Maintain suitable conversational distance. 
e Maintain eye contact. 

e Attentive body posture. 

¢ Nod appropriately. 

e Use facial expressions. 

e Use occasional gestures. 


e Physical contact with the client when he/she is in distress for e.g. a pat on the back, lean 
forward and touch them on the hand. 


There are some undesirable techniques, which the counsellor has to avoid if effective 
communication has to take place. 


Verbal 

e Advising. 

e Passing moralistic judgements. 
e Criticizing or blaming. 

e Scolding or threatening. 


¢ Discussing your personal problems. 


Interrupting. 

Imposing your values. 
Rejecting. 

Premature interpretations. 
Excessive curiosity. 

Asking questions in a direct and embarrassing manner. 
Forcing unwilling disclosures. 
Taking sides. 

Arguing. 

Controlling. 

Labelling and diagnosing. 
Unwarranted reassurance. 
Not accepting client’s feelings. 
Interrogating. 

Encouraging dependence. 


Talking too much. 


Non-Verbal 
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Types of HIV/AIDS Counselling: 


There are different times when counselling is needed: 


Pretest Counselling 

Post Test Counselling 

A negative test in a low risk person (the ‘worried well’) 
A negative test in a high risk person 
A positive test result 

The positive asymptomatic client 
Partner notification and counselling 
Additional transmission precautions 
Counselling for substance abusers 
Follow-up counselling 

The client with AIDS 

AIDS and Suicide 

Health Counselling 

Diet & Nutrition Counselling 


Grief Counselling 


Pre-test Counselling: 


Such counselling helps to prepare the client for the HIV test, explains the implications of knowing 
that one is or is not infected with HIV, and facilitates discussion about ways to cope with knowing 
one’s HIV status. It also involves a discussion of sexuality, relationships, possible ‘sex-and drug- 
related risk behaviours, and how to prevent infection. It helps correct myths and misinformation 
around the subject of AIDS. 


Informed consent is always required before a HIV test where the individual’s name will be linked 
to the result. 

Pre-test Counselling should: 

¢ Determine what that person understands about HIV and AIDS. 

e Provide factual information as needed. 

e Assess the person’s possible risk to HIV. 


e Discuss potential implications of a positive and negative and indeterminate test result; explain 
clearly about the ‘window period’. 


e Explain and obtain informed consent for conducting the test. 
e Review the test procedure. 
¢ Assess the person’s ability to cope with a positive result. 


¢ Establish a relationship as a basis for post-test counselling. 
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Assessment of risk 


Frequency and type of sexual behaviour and specific sexual practices; in particular, high risk 
practices, such as vaginal and anal intercourse without using condoms, unprotected sexual 
relations with sex workers, and drug injecting. 


Discuss last exposure to risk behaviour and possibility of window period. 
Whether the client practices any safe methods of preventing infection to self and others. 


Being part of a group with known high HIV prevalence or with known high risk life styles, 


e.g. injecting drug users, male and female sex workers and their clients, prisoners, homosexual 
men. 


History of blood transfusion, organ transplant, or administration of blood or blood products. 


Exposure to possibly non-sterile invasive procedures, such as injections (intra muscular and 
intra veneous) tattooing and scarification. 


“It is not who you are but what you do that matters!” 


Assessment of Psychosocial factors and knowledge 


e Why is the test being requested? 


What particular behaviour or symptoms are of concern to the client? 


What does the client know about the test and its uses? 


¢ Has the client considered what to do or how he/she would react if the test were positive or 


if it were negative? 


¢ What are the client’s beliefs and knowledge of HIV transmission and its relationship to risk 
behaviour? 


* Who would provide (and is currently providing) emotional and social support (family, friends, 
others)? 


e Has the client sought testing before and, if so, when, from whom, for what reason, and with 
what result? 


e Who else knows she/he has come for the test? 


Post test counselling 


It helps the client understand and cope with the HIV test result. Here the counsellor prepares 
the client for the result, gives the result and then provides the client with any further information 
required, if necessary referring the person to other services. The two usually discuss ways to 
reduce the risk of infection or transmission. HIV test results should always be given with 
counselling. | 


The form of post-test counselling will depend on what the test result is. Where it is positive, the 
counsellor needs to tell the client clearly, and as gently and humanly as possible, providing 
emotional support and discussing with the client on how best to cope, including information in 
relevant referral services. | 
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Ongoing counselling will help clients accept their HIV status, and take a positive attitude to their 
lives. Through ongoing counselling the infected person may choose to invite a trusted family 


member to share confidentiality and participate in the counselling-enabling the family to start 
practicing family-level counselling. 


Counselling is also important after a negative result. While the client is likely to feel relief, the 
ceunsellor must emphasize several points. First, because of the “window period”, a negative result 
may not mean absence of infection, and the client might wish to consider returning for a repeat 
test after 3 -— 6 months. Second, counsellors need to discuss HIV prevention, providing support 
to help the client adopt and sustain any new safer practices. 


Post test Counselling should 

e Ensure that the person understands what a positive HIV test result means. 
e Discuss how they feel about being infected. 

e Provide support to help the person deal with these feelings. 

e Discuss their plans for the immediate future. 

e Establish a relationship with the person as a basis for future counselling. 

¢ Schedule appointments for medical evaluation and follow up counselling. 

e Counsel partner(s) if possible. 


¢ Refer the person to local community services if possible. 
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Checklist for Post-Test Counselling 


Check that the results belong to the client. Do not give results unless permitted by the client’s 
doctor. Prevent giving results just before a weekend as support services are minimal during 
the weekend. 


Make the client comfortable and give the results in a straightforward manner at the start of 
the session. | 


Allow for enough time for the result to sink in, do not try to fill in the silence with unnecessary 
speech or any explanations. Take the cue from the client; if you feel he/she wants you to 
reassure him/her or explain something then do so. 


Remind the client about who he/she had wanted to tell or talk to after receiving the results. 
Do not insist. 


Ensure that the person has someone to talk to whenever he/she wants to do so. Make him/ 
her welcome to meet again soon. 


Give him/her written information and contact numbers in case he/she wants to talk to you 
again. 


Make referrals if needed. 
Check for any unusual emotional response. 
“Young men and women are shattered by their positive results. 


Some of them come to us as if at death’s door but they leave 
with hope in their heart.” 


Reactions to a diagnosis of a life threatening illness 


Shock is a normal response to life threatening news. The following are the typical reactions to 
diagnosis or infection: 


Numbness/stunned silence/disbelief 

Confusion/distractibility/uncertainty about present and future circumstances 

Denial (“it can’t be true”, “don’t worry”, “things will be fine”) 

Despair (“Oh my God, everything is ruined”) 

Anger towards health staff, loved ones, etc. over the impact on life and circumstances 

Fear of pain, death, disability, loss of bodily/mental functioning, loss of confidentiality /privacy 


Guilt/self-recrimination over the association of infection or illness with sexual activity, or with 
being gay or a drug user 


Acute and severe anxiety 

Emotional liability (moving quickly and unpredictably from tears to laughter and vice versa) 
Sadness and morbid concern about the future, work, lover/spouse, family, health 

Suspicion about the actions and behaviour of staff/loved ones/helpers 


Relief at knowing what causes the recent illness. 


“At first I thought that my world had collapsed and that I 
could never ever look my mother in the eye. Today I am a 
different person. My mother and I enjoy many a tender moment. 
I feel that she has forgiven me...and I have forgiven myself too. 
All the guilt feelings have left me and I feel so light!” 


23 


Dealing with Denial 


Denial is an unconscious psychological process. 
It occurs due to the tendency to avoid internal conflict (e.g. Reject reality or reject drug use) 
It is a defense mechanism that protects the individual from guilt, shame or blame. 


Denial. is an inherent part of drug dependence. It is also seen as a response to ones HIV positive 
result. It is a defense mechanism, which protects the individual from guilt, shame and blame. 


There are various forms of denial: 


Simple denial : denies any problem at all 
Minimising : underplays the extent of the problem 
Projecting blame 2 holds others responsible 
Rationalising 5 finding excuses/justifying 
Intelluctualising : finding theoretical reasons 

Diverting changing the subject 

Hostility displaying anger and irritability 
Silence not responding 


Often denial is maintained by the reaction of others, that is the enabler, the victim or the 
compensator. 
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Breaking through denial is the first step towards recovery. 


“Not me, not us”, we think to ourselves, today. People living 
with HIV thought the same yesterday.” 


Confronting is the crucial technique used to handle denial. In confronting, the counsellor can 


make deliberate use of questions and statements to induce the client to face things, which he/ 
she is avoiding. 


Steps in confrontation: 


e Establish good rapport and an empathetic relationship. 

e Collect exhaustive information about the client from all possible sources. 

e Identify discrepancies. 

e Cross check with the client in a casual, non threatening manner. 

e If discrepancies still present, weigh benefits and losses and timing for confrontation. 
e If family members are needed, prepare them in advance. 


¢ In confrontation, discuss the discrepancies empathetically, using statements, questions, 
paraphrasing, reflection of feelings. 


e Focus on behaviours that can be changed. 


e Assess outcome and reinforce appropriately. 


NACO Policy on Testing in India 


Testing may be undertaken for purposes of 


1. Surveillance, 
2. Blood safety/organ or tissue transplant, 
3. Voluntary testing contexts or 


4. For identifying HIV positive persons and Diagnosis of patients with clinical symptoms of AIDS. 


For Objective 1: 


NACO recommends 1 ERS (ELISA, Rapid & Simple) for sentinel surveillance and prevalance. 
(anonymous unlinked testing) 


For Objective 2: 


NACO recommends 1 ERS (ELISA, Rapid, and Simple) testing technique- screening only- with no 
feedback to donor. 


For Objectives 3 & 4: 


NACO recommends 2 or 3 ERS with informed consent, counselling and confidentiality. 
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Principles governing testing: 


1. Should be part of the overall comprehensive preventive and promotive programme. A Western 
Blot test (Rs. 1200) can be done for patients who can afford it. 


2. Testing should be technically sound, appropriate and accurate 
3. Procedures appropriate to field situations (spot tests) 

4. Testing must be cost effective for users 
D. 


High laboratory quality must be maintained 


Health Care Workers Concerns 


In some settings, health care workers have expressed difficulty with the concept of confidentiality. 
For example; in cases wherein the doctors or counsellors are aware that certain PLHIV are not 
practicing safer sex and are concerned that by protecting their rights to confidentiality they are 
putting others at risk. Regardless of clients’ behaviour, health care workers must maintain 
confidentiality and should offer additional counselling to help people consider their behaviour. 
The counsellor can encourage the client to adopt safer practices not only to prevent infection to 
others but also to prevent re-infection to oneself of HIV and other infections as well. 


Breach of Confidentiality 


We may come across such situations. And the counsellor is faced with a dilemma. Should I tell 
or should I not tell?2 Who to tell, how to tell...2 We feel responsible for his/her behaviour and 


want to disclose this information to the spouse/partner. 
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Disclosing the client’s HIV positive status or any other sensitive matter can be seen as invading 
one’s privacy, and breaching trust and confidentiality within the counselling situation. 


At times this is a difficult situation to deal with. On one hand we have our client and confidentiality, 
on the other, we have another person’s possible risk to HIV. 


It is important to know that the client is the most important person who requires your trust and 
confidentiality. The counsellor needs to help the client to make decisions which are beneficial not 
only to him/her-self but to his/her spouse/partner(s)or family members as well. 


The counsellor is not responsible for any behaviour of the client and should not feel responsible 
for any act that is a threat to life. 


It is best to discuss breach of confidentiality with your colleagues and develop some guidelines 
as part of your organisation plan. 


Failing to return for the test result: 


In some places, a number of people who come for testing and counselling do not follow up to 
collect their results. 


* Some people change their mind and decide they do not want to know their result after thinking 
about it, especially if they have to wait a long period for the test results. 


¢ On the other hand, they may decide not to come back after talking to a partner, friend or 
family member. 
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Others may not have really wanted to know their HIV status but took the test to avoid offending 
the counselor or may have been persuaded to do the test by a health worker. 


Some find it difficult to find the time or money to travel back to a center again a week or two 
later, and would find it easier to receive the results the same day. 


Strategies to increase uptake of services and return for test results: 


Use simple/rapid tests so that results can be given the same next day and the client does not 
need to come back a week or two later. It is better to allow for a day or two after the test, 
before giving the test result to the client. This helps the client to digest the infoffhation given 
to him during Pre test Counselling. If the client is from out of state, then his/her results 
need to be given as soon as possible. Care needs to be taken to ensure that the test results 
are reconfirmed. 


Educate people so that they are aware of the potential benefits of knowing their HIV status, 
whether the result is positive or negative. 


Increase awareness of care, treatment and support services available to people living with 
HIV. 


Provide supportive and effective counselling. 


Ensure that measures to provide confidentiality are effective and the client is aware about 
these. 


Integrate HIV counselling and testing into existing health services, to reduce the stigma 
associated with visiting a counselling and testing center. 
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Counsellors need to work with clients to assess their risk of HIV transmission or acquisition and 
develop a personal risk reduction plan. The risk reduction plan depends on the individual’s 
circumstances-their level of knowledge, relationship with partners, practice of HIV-risk behaviours and 
readiness to change. The clients themselves decide how to prevent infection to oneself, for e.g. by 
reducing the number of partners, using condoms or abstaining from sex. Counsellors. also encourage 
couple counselling as this seems to be more effective in encouraging people to return for their test 
results and to change to safer sexual behaviour practices, (particularly in discordant couples). 


Shared confidentiality 


Confidentiality is very important with regard to HIV/AIDS issues. So also is support and care 
from family and friends and other care givers. Too much of emphasis on secrecy can make it 
difficult for a person to cope and to be given appropriate support. Keeping one’s HIV positive 
status to oneself can cause greater anxiety and isolation, and people are often most concerned 
about the social consequences of a positive diagnosis than with the medical implications. Social 
Support plays an important role in helping to keep people healthy and in reducing stress. Thus 
shared confidentiality is promoted in some places. 


Shared confidentiality means encouraging the client to identify a person they can trust. For e.g. 
their partner, close friend or family member. 


Deciding whether to tell a partner may be very difficult for some people who may prefer to tell 
a close friend or family member. This may be because of fear or taboos about discussion of 
sexual matters. If the person is in a stable relationship the counsellor can introduce the idea of 
shared confidentiality during pretest counselling. 
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Some may find it difficult to tell their family. This is because of fear of rejection although this is 
often over-estimated and counselling can help them to assess the situation more realistically. 


If the client is still reluctant to disclose his/her status after post test counselling, the counsellor 
can offer some more counselling sessions until the client is ready to share confidentiality. This 
may take several months. The counsellor should never put pressure on the client to disclose 
his/her status. The decision should be made by the client when he/she is ready to do so. 


Shared confidentiality can be an useful approach. Some people find it helpful to receive counselling 
with a partner, friend or close family member, and to have the counsellor present when they 
disclose their status. 


| Sharing helps 
- Robin is a young man who tested positive at a local hospital. He was referred to our Center for help 
and counselling. Over the several weeks we met Robin, he chose to disclose his status to his brother. 
He still had a lot of misgivings and fear of rejection. The counsellor suggested that he bring his brother 
for the next session. Robin felt more at ease to disclose his status in front of the counsellor. As the 
counsellor could provide support and information on HIV/AIDS to the brother which Robin could 
not do as he was overcome with anxiety. The brother though initially extremely disturbed at hearing 
Robin’s HIV positive status, was able to understand about HIV/AIDS and other issues with the help 
of the counsellor. He was a great support to Robin from then onwards especially in times of extreme 
pain and stress. 


Though frightened of sharing confidentiality of one’s HIV positive status, quite a number of those 
who have disclosed their status to a partner, friend or family members have received support 
and understanding. 


“Acquiring HIV has done something good for me. At least 
I know who my real friends are.” 


Couple Counselling: 


Counselling and testing couples can be easier in some situations than individual counselling and 
testing. Couples who are both negative can plan to stay that way through change in risk behaviours 
and mutual faithfulness. Those who are both positive can support each other and make informed 
decisions with regard to fertility, care and other important decisions. Discordant couples can 
make important choices about reducing the risk of transmission through sexual activity by using 
safer sex methods, decisions with regard to having a child and other related issues. 


People who come in for pre test counselling could be invited to come back with their partners 
so that the decision about testing is made together. Couple counselling provides a safe place to 
discuss difficult issues and it can be easier if the partners have the test at the same time. 


If the person decides to go ahead without telling the partner and is found positive, the counsellor 
can still suggest that the couple come in together for counselling. Not telling the partner poses 
practical and ethical problems. For e.g. it will not be possible for a person to discuss safer sex 
practices, whether to have or not to have children, if their partner is unaware of their HIV 
Status. 
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However the counsellor should be aware that one partner may blame the other, if that person 
has been seen as the primary infected person. Pre test counselling needs to discuss these 


possibilities. Explain to them that they need support from each other and that it is not important 
who got the infection first. 


Counselling can help them to accept the partner who is HIV positive or their HIV positive status, 
and to resolve misunderstandings between the couple. To help them to be more open and 
understanding about HIV/AIDS to discuss condoms and other types of contraception and sexual 
issues, and its impact on the family. To agree to use condoms, and to plan for coping with 
possible future illnesses. 


“Every time we make love we use a condom. It is very enjoyable. 
Guess we are doing our bit to prevent new infections.” 


Antenatal Counselling 


Counselling can benefit pregnant women-or women wanting to become pregnant- who are either 
HIV positive or unaware of their HIV status or that of their spouse. It facilitates their making 
informed decisions about whether to become pregnant if HIV infected; whether to take a test 
before pregnancy; and if pregnant, whether to terminate the pregnancy, where abortion is legally 
available. For those already pregnant, counselling can also discuss the use of zidovudine (ZDU, 
also known as AZT) where available, to reduce the risk of transmitting HIV to the unborn child, 
and breastfeeding and other infant feeding options. Where possible and when the woman agrees, 
it is advantageous to involve her male partner in the counselling sessions. Ideally, women should 
have counselling available to them before they become pregnant. 
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The story of Sara _ s 2 


Sara tested HIV positive during an antenatal check up. 
she found it difficult to accept her HIV positive 
counseling and support. At the Center, she learn 
child and possible chances of transmission through b 
the counsellor explained abou antiretroviral tre 
child. She had two options, one, to terminate the 
| The pros and cons of both options were give 

_ to a decision in a couple o 


Sara’s fear and trauma regarding herself and her bs 
the counsellor. The health workers at the hos 


| nutrition for the child withou 


| _ whenever Sara or the baby had a problem. | 


Counselling for children: 


In many places, children are increasingly affected by the epidemic. Apart from those themselves 
infected with HIV they include children where one or both of the parents are either living with 
HIV or AIDS or have died of AIDS. These children have special counselling needs, such as 
dealing with the emotional trauma of seeing their parents being ill or die, discrimination by other 
children and adults, and emotional worries about their own continuing illness. Older children 
may need counselling related to sexual issues, and on the avoidance or risk behaviour. 
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How and when to disclose HIV status to a child? 


This is a crucial situation. If you think it is difficult to tell a family member or spouse then you 
can imagine how difficult it must be to tell a young child. 


Parents often feel that there is no use telling the child that he/she is HIV positive, as the child 
will not understand. Initially, it is easier to push it off to be done later but then as time passes, 
it becomes even more difficult. Days turn to months and months to years. There are some 
parents who have not told their children after even five years of infection even though the 
youngster is now a teenager and capable of dealing with the news. 


We see this often when the child has got the infection during early years of life; maybe from the 
mother at birth or during breast feeding, or if the child has had a blood transfusion. These are 
situations wherein even we are at a loss for words as we can understand the anguish the father 
and mother go through. It is one thing to bear the tension that their child is HIV infected and 
another that they have to tell them about it. 


Before disclosure to the child, it is helpful if we can educate the child about HIV/AIDS... Explain 
to them that it is like any other disease just like pneumonia or tuberculosis, anyone can get it.... 
we do not need to discriminate them, it is not spread through casual contact....hence a person 
can continue with his everyday life- going to work, school, or college. They can lead as useful a 
life and there maybe a cure soon. Explain that it can happen to anyone-you or me. If there is a 
programme on the TV or radio, listen to it along with your child and discuss it later. Leave 
pamphlets, with positive HIV messages, lying around so that it becomes a topic of discussion. 
Later, when the child is told about his/her status it helps in coping effectively. 
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It is also extremely difficult for parents to tell their children that they are HIV positive. They feel that 
the children may not respect them or that it might affect their relationship, with the children. Also 
they are scared that the children may discriminate them. These are very critical times for those 
infected and the situation seems like something between the devil and the deep sea. 


Counselling for behaviour change: 


The availability of HIV counselling, even without HIV testing, may create a private environment 
for discussing sexual matters and personal worries. Counselling augments AIDS education by 
making HIV related information personally relevant. 


Preventing the transmission of infection requires changes in the behaviours which increase the 
risk of infection. Sexual and drug injecting behaviours are the two important behaviours which 
need change to prevent transmission of HIV. Behaviour change is not a simple event that occurs 
in an individual's life, at his or her discretion. Counsellors need to think of behaviour change as 
a process that takes time, and often involves repeated attempts. They need to remember that 
values, practices and characteristics of the communities with which the individual identifies 
influence behaviour change. It is easier for the client to adopt a new behaviour if it does not 
conflict with his/her community. It is therefore important to consider both the individual and 
his/her community when discussing behaviour change. 


The client is more likely to attempt small changes, which can be easily accomplished, and 
modification of existing behaviour rather than to eliminate the behaviour. Counsellors can encourage 
them by saying, ‘Instead of looking at what has to change, look at what can stay the same’. This 
helps them to feel comfortable that they are not changing their entire lifestyle. 
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Nutrition Counselling 


Good nutrition is important for everyone to have healthy 
lifestyles. A person with HIV infection requires a high 
calorie, high-energy diet due to hypermetabolism. 


The nutritionist helps the PLHIV/A to select a nutritious 
and balanced diet, which helps to improve his/her 
immunity. 


A balanced diet refers to the right amount of 
carbohydrates, proteins, fats, minerals and vitamins. 
PLHIV/A may have nutrition deficiency and their 
immunity may be low. Proteins help to build up the 
muscle mass, which is lost due to disease progression. 


If the person receives a balanced diet during the 
asymptomatic stage then it can be significant in delaying 
the progress to the symptomatic stage. For symptoms like 
vomiting and diarrhoea, the texture, consistency and 
composition of the food should be modified to minimise 
the feeling of illness and helps to improve the well being 
of the PLHIV/A. 


A liquid diet for a patient with candidiasis can help 
improve his/her food intake and make the person feel 
better. 
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Food and Hygiene 

Elangovan is a 31-year-old man 
working in a computer company as 
the hard ware engineer. He had 


been coming to the YRG CARE 
hospital for two months with 


complains of diarrhoea. The — 


“nutritionist met up with him during 


his second visit and explored his 
food habit. Apparently, Elangovan 
had been having his lunches and 
dinners at a local restaurant close to 


his office. In addition, he drank 
water from their coolers. The 


nutritionist prevailed upon 
Elangovan the importance of 
nutritious food and clean water to 
prevent infections to oneself. 
Various options were given to 
prevent eating outside food and 
drinking water that was not | 
purified. Elangovan found a great 
difference over the next two 
months. He no longer suffered from 
any diarrhoea or ill health. 


Nutrition counselling is essential. It differs from person to person according to his/her needs 
and physical condition. The nutritionist must also keep in mind the social and economic status of 
the person when recommending certain diets. The type of job and the hours at work are also 
important when discussing diet plans. Nutritious food goes a long way in improving the quality 
of life of the person. 


Supportive Counselling 


On-going supportive counselling is very important even after months or years of the infection. 
With the spread of information and the growing number of testing centers all over the country, 
there are more people who are tested even though they are not ill. Many of them are in the 
early stages of the infection and do not experience any physical illness for months or years after 
their status has been known. Such people may at times forget their HIV status and more 
importantly, the need to present safe behaviours. Or they may get anxious at the very first time 
that they do have some infection. They may interpret the illness as the end is near and feel 
excessively frightened. At this time, they need the comfort and support of the counsellor (informed 
personnel) and their family to help them go through this rough time. 


At times, the PLHA may really be very ill and denies himself treatment, as he does not want to 
accept that his condition is deteriorating. This may be increasingly frustrating to the spouse and 
family. 
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needs someone to talk to 


vas diagnosed as HIV positive five years back. At that time he repeieed aSat er Gare’ and: support 
r center. His family has been supportive and has helped him accept his condition. Over the years, 
has seen some of his friends go through various illnesses and he has been afraid of what will 
to him. A month back he had high fever along with a raging cough. His parents urged him to go 
1e doctor but he was frightened that they would diagnose it as an HIV related illness. Finally the 
ats called for the doctor at home. With medication, Gautam recovered and recouped. He finally spoke 
is counselor about his fears of becoming ill. The counsellor helped him to ‘understand his fears and 
e steps to develop positive thinking. He is able to acknowledge illness as a part of life and treatment as 
part of any infection. He was also able to voice his anxieties of not being capable to work as before. 
le was worried as to how much longer he would be able to work ard provide for his family. With 
isc ussions between his counsellor and him, he has been able to look at life from a different angle; from 
more ee and te point of view. 


“Not everyone is lucky to have a supportive family. Families at 
times refuse to put their person into their car to take them to 
the hospital just because they are HIV positive. We deal with 
all kinds of cases; some are really sad ones. Little do they 
realise that it could be them.” 


Depression: 


Depression may arise for a number of reasons- absence of a cure and the feeling of powerlessness. 
If a person finds out he/she has HIV or AIDS they may feel that there is no good reason for 
living. They may feel useless, and want to stay indoors and not eat or talk to anyone not even a 


friend. 
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Depression can make a 
person weak in both 
mind and body. It can 
lead to suicidal 
thoughts and actions 
as a way of avoiding 
pain and discomfort. It 
is important, not to 
allow them to give up 
by helping them, 
to overcome the 
depression. Encourage 
them to put on nice 
clothes, visit friends or 
have friends come over 
or take him/her out, 
keep busy with things 
that matter, think of 
those who are in a 
worse position than 
them and who still 
have hope in life. 
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With adequate counselling both pre and post test counselling, Sunder might have been with us 
today. His parents and friends wish they had realised his anguish and helped him. Like his 
mother said, "Anything would be better to bear than losing our son”. 


There are others like Sunder, both men and women, nameless faces in the crowd who need 
timely help and support. 


Anger 
People might become very angry when they learn that they are HIV positive. 


This is a common feeling. They may blame themselves or the person they think gave them the 
infection. Some may even blame God or society in general. 


Anger is normal but it may not be helpful since it can focus on blaming others (being angry 
with them) or themselves (feeling guilty), rather than on taking positive actions. 


Instances of revengeful behaviour 


There have been cases wherein the person infected has not got any adequate counselling and 
support. At such times the person may want to destroy the person who has given him/her the 
infection or pass on the infection to someone else. Thus counselling does make a difference. 


There have been instances of persons having sexual contact or pricking with a needle & syringe 
and then leaving a message on the mirror or shirt saying, “Join the AIDS club”. These men 
have been afraid of being infected and sometimes even committed suicide before their test result. 


4] 


“Proper counselling can prevent two important issues at the 


ends of the spectrum- suicide and vengeance to spread the 
virus.” 
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Grief counselling: 


In India, one never speaks about death to patients nor their 
relatives. How strange death seems when we look it in the face, 
how little related to our ‘lives’ and how difficult to talk about. 


The reality is that they are not prepared for the end. Death is 
taken for granted when a person is very old and ill. But in HIV, 
it is the young who are dying. Hence counselling on how to 
face the end and how to continue life after the spouse/child dies 
should be discussed in great length. More so when the surviving 
spouse is the woman. Where would she stay, how would she 
earn her living; for herself and her children. Would she be able 
to get her husbands property, LIC, her own jewels which she 
brought in as a bride or which her husband made for her- all 
this is of utmost importance to a widow especially one who is 
faced by her own HIV positive status as well. 


Death is inevitable for all of us. However, we need to prepare to 
continue to live a good ‘Quality of Life’ till our end comes. 


Grief Counselling refers to helping the family members and 
close friends to deal with the loss of their loved one. Very often, 
the counsellor is called upon to offer help before the person 
expires. The close family and friends of the person who is very 
ill need assurance about the condition of the person from time 
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Mala 


Care for the dying... and 
the living 


~ Mala is a schoolteacher. Her 
husband Hari used to 


work in a Govt. of India 
organization. He gradually 
deteriorated in health over a 
period of two years and was 
diagnosed as suffering from 
AIDS. When the landlord 
heard about this, the family 
was thrown out of their 
home onto the street with all 
their belongings. They moved 


to a different part of the city. 


and Hari were 
counselled. Plans were made 
about the future. Mala found 
a job in a different school. 
Hari went in and out of the 
hospital and finally a year 
back he succumbed to the 
infection. Mala was prepared. 
She collected the Provident 
Fund and whatever was due 
to Hari and put the amount 
into Fixed Deposit for as 


son’s education. 


to time. They need to be told if the person is not going to be able to pull through and to be 
taken home if nothing can be done in the hospital. Many people in the Indian setting do not like 
to die in the hospital, so if they are taken home, they may feel better to die in the midst of their 
loved ones. After the death, the family needs support and consolation from others. In the present 
day, this support is denied because of prejudices and discrimination of PLHA and their families 
and so the family may need to develop other support systems. The family may also come to rely 
on the counsellor more than they would have done if they had their normal support systems to 
fall back on. They may reach out to prayer and religion, more than before. It is better to develop 
an alternate support system before the end is near. 


At times, PLHA die alone without seeing their family or friends. They die with all their wishes 
for their loved ones ignored, they die dejected and rejected. It is important to help people reconcile 
with their family members before their death. This helps their own inner healing as well as 
allows the family to prevent guilt feelings on the person’s death. By being with their loved ones 
before their death, they can recollect events in their life. It makes the person feel that he/she 
has done something in life for which he/she will be remembered. They feel more comfortable 
and less afraid to face death. 


People living with HIV are known to live long and more so with antiretroviral treatment. It is 
important for the person to review his/her plan from to time; as when time changes so does 
everything else. 


“The end may come sooner to me. I feel that it is better to 
have lived well than not to have lived at all. I enjoy my life 
despite my HIV condition.” 


44 


LIVING POSITIVELY WITH HIV 


A person with HIV should try to keep as healthy as possible. 


This means they should: 


Eat a good diet, whenever possible including food which is rich in proteins, vitamins and 
carbohydrates. Nutritional deficiencies may adversely influence immune function. 


Stay as active as possible to keep fit. Exercises help prevent depression and anxiety and 
contribute to a general feeling of well being, general health and stamina. It is important for 
them to get regular sleep. 


Continue to work as much as possible. If unable to work a regular 8 hours then try to get a 
part time job. 


Occupy oneself with meaningful and less stressful activities. 
Socialize with friends and family 

Talk to someone trustworthy about the diagnosis and illness. 
Use a condom during sexual intercourse 


Seek medical attention for health problems and follow the advice for care, including counselling. 
Take regular medical check ups. Reduce stress by identifying potential and actual stress factors. 
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They should avoid: 


¢ Alcohol and ‘cigarettes 

¢ Other infections-including re-infection of HIV 

e Pregnancy because it lowers the body’s immunity. 
e Use of unprescribed drugs 


® Isolating themselves. 


“There is no ‘THEM’ 

It is only ‘US’ 

Not everyone will be ‘infected’ 
But everyone will be ‘affected’” 


RELEASE YOUR TENSIONS, LET THEM FLOW... 


Relaxation helps to soothe the client. They can also help to prevent or reduce burnout in the 
counsellor or social worker. 


Use soothing music in the background, it should be soft and relaxing. 


Place yourself into a relaxed position; either lie down flat. or sit in a position where your feet are 
placed firmly on the floor. 
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Keep. your mind clear of any thoughts that may be waiting to infiltrate into the depths of your 
msciousness. 


Breathe in and breathe out slowly. Take a deep breath if you feel that you are losing focus. 


Start with your toes and fingers, imagine that you are letting it go free, release all the tension in 
them let it go gradually. © 


Then focus on your palms and feet, release the tension from them, and set them free. Feel the 
tension flow out of the palms and feet. 


Then focus on the hands and legs starting with the ends and moving on to the inner parts of 
the body until you reach your arms and thighs. Release all the tension in these parts slowly, 
: gradually. Feel the tension flowing out of your body. 


Then focus on your stomach, release the tension from the pit of your stomach, and loosen all 
the knots, which have lodged themselves there slowy, gradually. Feel the tightness flow away 
gradually, leaving behind a slight breeze in the area. 


Focus on your back, loosen all the knots which have developed there over the last years. Strive 
to release them slowly and gradually. You will feel the tension release from your body. Feel the 
air around you, imagine it touching your body, cooling all its parts from head to toe. 


Focus on your shoulders. There seems to be more knots there. Release them one by one slowly, 
gradually. As they flow out, you will feel lightness within yourself. Feel the tension flow out of 
our body like the river that flows down the mountains. 
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Focus on your neck. All the aches and pains that have been lodged there over these few years. 
Now release them and let them go. Slowly and gradually, you will feel the pain ebb out of your 
body. 


Focus on your head-main mass of your body. It has been working itself overtime lately. Relax 
and release the tension from your head. Release all those knots, piece by piece until you feel 
light. 


Breathe in and breathe out slowly. Take a deep breath if you feel that you are losing focus. 


Focus on your face, the prime part of your body. Release the tension in your eyes, your cheeks, 
your ears, and your nose. Imagine that you are floating smoothly across the wide ocean 
and that it is all quiet and calm around you. You are relaxed, truly relaxed. Imagine you 
are sailing like a bird in the open skies, covered in various shades of blue. 


You are feeling calm and serene..... 
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CONCLUSION 


We hope that in the next millenium, PLHIV/A will have more hope to live for. 


A better world, 
better opportunities, 


a better quality of Life. 
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YRG CARE works with adolescents on HIV prevention and sexuality. We offer voluntary 
counselling and testing services, provide a continuum of integrated care for persons living 
with HIV and support families affected by HIV through psychosocial services. We also 
conduct social and medical research and train clinicians, nurses as well as trainers in HIV/ 
AIDS and sexuality education. Our vision, mission and objectives are as follows : 


Vision 
People with HIV and AIDS and their families live with dignity, and there are no new HIV 
infections. 


Mission 
To respond to needs of people who are not receiving care and support or education/ 
information for HIV. 


Objectives 


@ To build awareness of HIV infection and promote safe and responsible behaviour in the 
community. 


@ To provide all people with HIV access to a non-coercive and non-stigmatized counselling, 
testing and continuum of care. 


@® To maintain and develop YRG CARE’s human resources, physical infrastructure and 
organized systems. 


Advocate for individual rights and policies for a non-judgmental, supportive environment 
for people living with HIV and AIDS and people affected by the epidemic. 


Dr. Suniti Solomon and colleagues documented the first evidence of HIV in India at the 
Madras Medical College (MMC) in 1986. At MMC she set up the AIDS Resource Cell 
through which she worked on HIV prevention and sexuality education for adolescents and 
offered Voluntary Counselling and testing (VCT) services. 1993, she sought early retirement 
from her position of Professor of Microbiology to establish the Y R Gaitonde Centre for 
AIDS Research and Education (YRG CARE). She works with the National education research 
bodies, the National AIDS Control Programme, International donors and the UN System on 
adolescent sexuality education, voluntary counselling and testing services, continuum of care, 
impact of HIV on gender, prevention of mother to child transmission of HIV and broader 
social and structural issues that affect HIV. She is the Chairperson of Trauma Care 
Consortium, an emergency ambulance response service at Chennai, the Chairperson of the 
Indian Institute of Community Health, a community based social marketing initiative for 
reproductive and general health products, the Vice-President of the Soroptomist International, 
a forum for women, besides being on the board of a number of charitable and educational 
institutions. Her lasting hope is to train and motivate young social scientists and medical 
personnel in HIV/AIDS to work for the cause of AIDS. 


